IN TOUCH

TX:  23.02.10  2040-2100

PRESENTER:  PETER WHITE

PRODUCER:  CHERYL GABRIEL


White
Good evening.  You never phone - it's the age old neglected lovers' lament isn't it.  But following on from last week we are also hearing the same complaint from blind and partially sighted patients for whom it would be the preferred way of getting information from their GPs.  We'll also be hearing of an example of good practice too.  And a possible solution to the make-up problem.

Clip
I lay down and lashings of anaesthetic was put on my eyes and then the beautician began and I thought well I can manage this, this is just like little pinpricks.

White
I think I'll just stick to my eyeliner.

Now the news that visually impaired people are hardly ever offered information about health, appointments, the results of tests etc., in an accessible format has come as little surprise to blind people themselves.  And we've had a number of people getting in touch with us to tell us about their experiences, some of which we'll be following up in future programmes.  Last week we heard from those who wanted to be communicated with in large print or in Braille.  But Jan Price from Worcester, can't read print - standard or large - and Braille is rusty and she doesn't have computer skills, which doesn't make her at all unusual, indeed it puts her in the same boat as many visually impaired people, particularly those losing their sight later in life.  But all Jan wanted was something she thought would be even easier - just a phone call.  But as she discovered it wasn't easy at all.

Price
It's no good letters coming to me in an ordinary way.  Fortunately I have a husband that can read them to me but if he wasn't here they're no good.

White
Or indeed in terms of perhaps health there are situations where you might want privacy even from your husband?

Price
Oh yes indeed and you don't get that if you don't get it in a format you would like it in.

White
So can you just explain what's happened as far as your local GP practice is concerned?

Price
Well we were given a letter at our local blind club from the RNIB to take to our doctor and it was a request if we could have our information in Braille, large print etc. etc.  I waited a while then I had a letter back to say that well I wasn't really entitled to it and that they weren't equipped to do it.

Letter
I'm sorry that you've been misled into believing that you had a right under current legislation to have information sent to you in a format of your choice.  We do everything we reasonably can to help patients with disabilities, however, it is not reasonably possible at this time for us to fulfil your request to have information sent to you in audio format.  I'm sorry to have to send you this reply, which might be disappointing to you.  I am keeping a copy of your letter and this reply on your clinical record so that we can let you know if your preferred method of communication is available at some future date.

So in a nutshell - no.

White
So you're talking about - what about information as far as appointments are concerned but ...

Price
My health - anything they want to ring me back on which they don't, if they request me to be at the surgery it's always a letter which is an ordinary print letter which my husband has to read.  It's never in a format that suits me.

White
So you're not even asking for it to be recorded or anything, you're not asking for it on a tape, you'd be quite happy with a phone call?

Price
A phone call - yes.

White
And you would think, wouldn't you, that a phone call would actually be quicker than writing out a letter.

Price
And cheaper.

White
So what was your reaction to getting this?

Price
Well I was stunned really because I thought how inconsiderate, I wonder what they'd be like if they were receiving a letter like that that they couldn't read, I mean that was the worst thing - he sent my reply back so they could read it.

White
That was the irony really wasn't it - that he was writing back to you to say that you couldn't have things in the format that you wanted which was audible.

Price
Exactly, yes.

White
There are a number of ways of course that blind people can use for communication - Braille, e-mail, electronic - can you just explain your own circumstances as far as getting communications are concerned?

Price
Well I - I have Braille from my bank, I'm not very good at Braille now, I've let it go a bit but I do have from my bank.  E-mail - I can't read the computer, although we do have one.  The only way I can get my information is via a phone call or a letter which my husband has to read.

White
And what's been the response of other kinds of people who you need to get this information from?

Price
Well very good, in fact when the pensions people write to us they always give a whole list of which way I could have it if I wanted it, you know I can ring a number, I can request for them to ring me, I can have it in large print, audio, Braille - anything, there's no question, it only seems to be our local GP.

White
So this is the only example you have where it's been ...

Price
It is yes, the only example - you're right.

White
... where you've been told that you can't have a phone call?

Price
Yes.

White
Jan Price.  

But in fact NHS Worcestershire, that is the local primary care trust, has guidelines on the way in which information should be given to a whole range of people who may have special information needs.  This is part of what they told us:

Statement
NHS Worcestershire has a commitment to ensuring accessible communications for all patients.  Both our producing patient information policy and our single equalities and human rights scheme, which is under development at the moment, require that all information is made available in whatever format is required on request, including audio.  We would advise GPs to provide all patient information in alternative formats where it is sensible to do so.  We already have procedures in place for assisting them with patients' translation and interpreter requirements and will be getting in touch with them to advise how we would be able to assist them with producing information in other accessible formats where required.

Well earlier today we contacted Jan's GP's surgery and we spoke to the practice manager who said they were considering their response and they would let us have it by next week.  So who knows Jan your phone might soon ring.

But often the best way to get things changed is to point out best practice and highlight those who are trying to get it right.  And this week we have an example of that from what Andrew Rawnsley would probably describe as a 24 carat source.  Thena Heshel will be a name very familiar to older In Touch listeners as the redoubtable producer who steered the programme's ship for 30 years.  She was my mentor when I first started and old habits die hard - when she tells me this is a story I jump.

And recently when Thena went into hospital herself for an eye operation she got quite a surprise.

Heshel
I'd been in Moorfield's Hospital having an operation to correct the pressure in my eyes - I have glaucoma - and when I was about to be discharged to my amazement the nurse turned up, not just with the usual collection of eye drops, but with two large print sheets, giving me information about what I needed to do, how I needed to look after my eye, how often I needed to take the drops and even an explanation about the best way to put them in.  And I was completely flabbergasted because in all the 20 years or so since I first was diagnosed with glaucoma I'd never come across anybody who'd taken the trouble to explain things in nice clear writing.  And I was very grateful, not least because frankly I remembered how it used to be in the old days.

White
And I mean how did it use to be in the old days?

Heshel
Well it didn't, in other words there was nothing, it was very, very difficult to get the information.  It was a very different culture in those days.  In the 1960s I was involved here in producing a medical programme which got me in touch with doctors from all the specialities and they were all united in being surprised that being expected to put anything down in writing because over and over again we said well patients are nervous, we won't remember and don't you think it would be better if you wrote it down and made sure that they took the medicine three times a day and not four times a day or whatever you want to do.  And we were looked at as though we were asking for a slice of the moon.  And things have very definitely changed.  I know of course that it's now important that patients are given full information before they given consent for operations but even then the very same operation as I had in Moorfields a couple of months ago I had four years ago on the other eye in a different hospital in the West Country - excellent hospital, excellent surgeons - but all I got by way of information before I had to sign consent was a young doctor very rapidly telling me all the things that could go wrong, which was very off putting and I gritted my teeth and signed.  But here instead the notes that I got in Moorfields not only set out what the operation was and how it was done but also told you what could go wrong but also - and this was important - what they could do to set things right should they go wrong and that was much more reassuring.  Yes it's a lot of information but at last I'm glad to see that patients are being treated as intelligent people who can assimilate information.  And if you don't want to read all the information well it's up to you.

White
Is there any sense in which you were a special case?  I gather there's still some interesting information on your file.

Heshel
I don't think the doctor who treated me was at the time aware of the fact that I had anything to do with visual impairment, though I was told years back that there was a little note saying - Watch this lady she produces the In Touch programme.  But I'm sure that the surgeon who probably was still a schoolboy at that time had no idea and probably hasn't looked that far back in the files.  So no I wasn't a special case.

White
Thena Heshel, still sounding in fine form.

Well the surgeon in question is Keith Barton and he joins me in the studio.

Keith, I don't know if you were a schoolboy at the time but what gave rise to the idea, as far as you were concerned, to try and get more information to patients?

Barton
There really were a number of reasons Peter and Thena's quite elegantly highlighted one of them - the informed consent.  And there is a lot more to glaucoma surgery than say cataract surgery and I mention cataract surgery because it's the most common bread and butter eye operation and we tend to judge most things in comparison with cataract surgery.  Cataract surgery's quite easy - you go in and you have an operation, there's a very high success rate, you go out, you see better.  Hopefully.  In 97-98% cases you see better and it's fairly clear cut.  Glaucoma surgery's much less clear cut - to explain to the patient what they're going to have done, that the success rate isn't quite so high, that the interrupter pressure that you're trying to lower may not be lower the next day but that doesn't mean the operation's failed.  That there are numerous things - fiddlings - that you may have to do afterwards.  This all requires quite some time and it's very, very difficult to do that in informed consent.  What the information sheets that I've put together have tried to do is first to give the patient an idea in advance of what the whole thing's about.  And then secondly, to give them the actual informed consent - the nitty gritty of what can go wrong and why it can go wrong and what we can do to fix it.  And then finally, simple things like what sort of eye drops will be on afterwards and how long will they need off work and this sort of thing.

White
And in fact I think the - some of - in a way you were being given a shove yourself by your nursing staff - is that right?

Barton
Yes, the nursing staff are still the best people really to give detailed explanations to patients because the doctors are all often looking at the queue outside and who they've got to see next.  The nursing staff can take a patient aside and spend time and really explain things in detail.  And Sister Smith, our directorate nurse in glaucoma at Moorfield's, had been at me to do this for quite a long time.  And while there is a lot of information nowadays on the internet there is actually very little specifically in this glaucoma surgery which is why we started putting some together.

White
Is it just glaucoma that you're doing this for because of the kind of intricacies you've explained or are you doing it for other operations as well?

Barton
Well personally I just do glaucoma, I don't do any other operations - I do cataracts as well but I don't provide extra information for cataract surgery because there actually is a lot of information available already.  But this was specifically for glaucoma because that - I felt that there was a huge gap in available information on glaucoma surgery.

White
And at the moment these are just in large print are they?

Barton
Yes they're quite lengthy documents, so we were somewhat limited on the font size but they are in large print.

White
But a lot of this information is also on the internet and I think you therefore refer people to that because although they might not be able to access it other people might.

Barton
Well yes Peter we tend to print out a copy for the patient in the clinic but we also point out that it's available on a website and they can access it and download it.  Which is handy because they can then see the pictures in colour if they really want and it's freely accessible to their sons, daughters or whoever their nearest relatives are because many of these patients are elderly and they may not access the internet or may not even want to read this detail themselves.

White
Has it been a struggle to get this stuff up and going - I mean we know what bureaucracies are like?

Barton
The biggest struggle's actually spending the time sitting down and writing it, that's the first barrier.  Then in the NHS today there's a process to go through that can be a little daunting.  At Moorfield's it's not so bad - we have an editorial committee and we send it to the committee and they make their comments.  But in the meantime because I had a website I was able to just put it on and start using it immediately.  In fact we've nearly finalised with the editorial process at Moorfield's, so hopefully we'll be able to put it on Moorfield's website itself as well.

White
But I gather one of the things you're concerned about is that the people who have a look at what you've put on this are the same kinds of people who will eventually have to read it, is that - are you finding that difficult to do - to get people for who this is a genuine experience?

Barton
We've actually been surveying the patients having the surgery and Sister Smith, who I mentioned earlier, gives out a little questionnaire and we've been looking for feedback of what people would like.  Happily the feedback's been very positive.  The wording, unlike some criticisms, the wording has not been either too simplistic or too detailed or too much jargon.  Most people would prefer line drawings rather than my photographs and I put photographs on it not of scalpels and things but simply of - photographs of eyes that have had surgery.  And I did that simply because I had the photographs to hand and that was quicker and easier to get it going but we will convert those to line drawings as about 50% of patients who responded preferred that.

White
Okay, well if other people have had experience of this kind of thing or indeed any experience that you've had pre-op then do let us know, we'd be very glad to hear from you.  Keith Barton, thank you very much indeed.

Barton
Thank you Peter.

White
Now from time to time on this programme we've talked about the difficulty, not only of applying make-up but also of how if you're visually impaired you could be sure you've achieved the result you were striving for.  But writer and listener Ellen Bassani has now come up with an answer which could, if you're up for it, take all the hassle out of make-up.

Bassani
Why would I a middle aged blind woman even consider having eye tattoos?  Well it came out of a really insensitive comment from my sister.  I was all dressed up, I was ready to go and I thought I looked pretty good until she said:  "Oh you're not going out like that are you?"  And I said:  "Why?"  And she said:  "Well you've got no make-up on, you're looking - well beige."  Now no one has ever called me beige in my life, I am famous for my bright colours and my big smile.  But anyway I was offended actually and out of that she said:  "Well have you considered having your eyes tattooed because it simulates make-up?"  Well I'd never considered it because I'd never heard of it.  But I was game.  And so in a week I was standing and my daughter, my sister and the beautician were scrutinising me because they were trying to decide what colours would be tattooed into my brow.  I think they chose gold, copper and bronze.  Then I was led to the sofa and I lay down and lashings of anaesthetic was put on my eyes and then the beautician began and I thought well I can manage this, this is just like little pinpricks.  But after about an hour I was ready to scream because she was just pressing down on my eyeball and I couldn't stand it.

I don't know what made me decide to have the liner but hey this means that the tattoo needle goes in and around the eyelashes.  That was painful.  The brow was uncomfortable, that was painful.  And people ask me well would you recommend it.  It is expensive - about £300 - but I got six sessions for that.  It's painful certainly.  It fades.  It doesn't last - about five years.  Would I recommend it?  Well absolutely yes because before the eye tattoos I was pretty confident, I could have flirted for Britain.  After the eye tattoos - well I'm unstoppable.

White
And we'll be hearing more from the unstoppable Ellen Bassani in the weeks to come.

We're always interested in people who've come up with imaginative solutions to intractable problems, you can call us on 0800 044 044, you can e-mail the programme at bbc.co.uk/radio4/intouch and there'll be a podcast to download from tomorrow.  From me, Peter White, my producer, Cheryl Gabriel, and the team, goodbye.



